
Vol.:(0123456789)

Supportive Care in Cancer (2024) 32:254 
https://doi.org/10.1007/s00520-024-08424-3

RESEARCH

Psychosocial consequences of head and neck cancer symptom burden 
after chemoradiation: a mixed‑method study

Carley Geiss1 · Aasha I. Hoogland2 · Brandy Arredondo1 · Yvelise Rodriguez2 · Crystal Bryant2 · Christine H. Chung3 · 
Krupal B. Patel3 · Brian D. Gonzalez2 · Heather S. L. Jim2 · Kedar Kirtane3 · Laura B. Oswald2

Received: 20 November 2023 / Accepted: 5 March 2024 / Published online: 27 March 2024 
© The Author(s), under exclusive licence to Springer-Verlag GmbH Germany, part of Springer Nature 2024

Abstract
Purpose Patients with head and neck cancer (HNC) experience significant symptom burden from combination chemo-
therapy and radiation (chemoradiation) that affects acute and long-term health-related quality of life (HRQOL). However, 
psychosocial impacts of HNC symptom burden are not well understood. This study examined psychosocial consequences of 
treatment-related symptom burden from the perspectives of survivors of HNC and HNC healthcare providers.
Methods This was a cross-sectional, mixed-method study conducted at an NCI-designated comprehensive cancer center. 
Participants (N = 33) were survivors of HNC who completed a full course of chemoradiation (n = 20) and HNC healthcare 
providers (n = 13). Participants completed electronic surveys and semi-structured interviews.
Results Survivors were M = 61 years old (SD = 9) and predominantly male (75%), White (90%), non-Hispanic (100%), 
and diagnosed with oropharynx cancer (70%). Providers were mostly female (62%), White (46%) or Asian (31%), and 
non-Hispanic (85%) and included physicians, registered nurses, an advanced practice nurse practitioner, a registered dieti-
cian, and a speech-language pathologist. Three qualitative themes emerged: (1) shock, shame, and self-consciousness, (2) 
diminished relationship satisfaction, and (3) lack of confidence at work. A subset of survivors (20%) reported clinically low 
social wellbeing, and more than one-third of survivors (35%) reported clinically significant fatigue, depression, anxiety, and 
cognitive dysfunction.
Conclusion Survivors of HNC and HNC providers described how treatment-related symptom burden impacts psychosocial 
identity processes related to body image, patient-caregiver relationships, and professional work. Results can inform the 
development of supportive interventions to assist survivors and caregivers with navigating the psychosocial challenges of 
HNC treatment and survivorship.
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Background

Head and neck cancers (HNCs; e.g., cancers of the oral cav-
ity, pharynx, larynx) will account for more than 70,000 new 
cancer diagnoses and more than 16,000 deaths in the United 
States in 2024 alone [1]. For most HNCs, the location of 
tumors can interfere with vital functions including breathing, 
swallowing, and speaking, and patients experience signifi-
cant disease-related symptom burden. Patients with locally 
advanced HNC are often treated with combination chemo-
therapy and radiation therapy (chemoradiation), which can 
be arduous. Treatment-related xerostomia, sticky saliva, 
fatigue, altered appearance, and impairments in speech, 
taste, smell, swallowing, and sexual functioning contribute 
to even greater symptom burden and have a tremendous 
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impact on patients’ acute and long-term health-related qual-
ity of life (HRQOL), or overall wellbeing [2–5]. In addition, 
persistent side effects and impairments after treatment can 
affect survivors’ overall mental health [6], body image [7], 
intimate relationships and sexual health [8], and ability to 
return to work [9].

However, a limitation of past research in HNC is that 
most conclusions about how treatment-related symptom 
burden affects HRQOL are based on quantitative data with 
little attention to survivors’ lived experiences. Data col-
lected via qualitative methods (e.g., semi-structured inter-
views) can provide insights into the contexts, psychosocial 
complexities, and meaning-making processes of survivor-
ship that cannot be understood through quantitative data 
alone. To address this knowledge gap, our team conducted 
a mixed-method study incorporating qualitative interviews 
and quantitative surveys to investigate survivors of HNC’s 
experiences of symptom burden after chemoradiation treat-
ment and to explore the consequences of symptom burden 
on aspects of survivors’ HRQOL related to psychosocial 
functioning and wellbeing. Provider stakeholders were also 
interviewed to gain multiple perspectives.

Methods

Participants and procedures

This article reports on a portion of findings from a larger 
study investigating HRQOL among survivors of locally 
advanced HNC [10, 11]. The protocol was reviewed by 
Advarra Institutional Review Board and determined to be 
exempt from oversight due to minimal risk (Pro00045231). 
Eligible survivors of HNC were (1) ≥ 18 years old; (2) 
diagnosed with locally advanced HNC; (3) finished chemo-
therapy (minimum three weekly doses or one bolus dose) 
and radiation therapy (minimum six weeks) within the past 
year; (4) expected to survive ≥ 3 months; (5) able to speak 
and read English; and (6) able to provide informed consent. 
Individuals with pre-existing conditions that could preclude 
participation were excluded (e.g., dementia). HNC providers 
were clinical team members that worked with HNC patients 
(e.g., physicians, nurses), excluding trainees and fellows.

From September 2020 to January 2021, a trained study 
coordinator worked with staff in Moffitt Cancer Center’s 
Head and Neck-Endocrine Oncology Clinic to identify 
potentially eligible survivors of HNC. The coordinator 
approached survivors by telephone or in-person to provide 
information about the study, confirm eligibility, and deter-
mine interest in participation. Providers were recruited from 
Moffitt Cancer Center’s Head and Neck-Endocrine Oncology 
Clinic via email. Participants provided verbal consent, com-
pleted an individual semi-structured interview from their 

home or office via telephone or videoconference, and com-
pleted surveys via REDCap. Survivors were compensated 
with a $50 gift card. Providers were not compensated.

Participants were continuously recruited and interviewed 
until no additional themes emerged with subsequent inter-
views (i.e., thematic saturation was reached) based on inter-
viewer feedback. Twelve interviews are typically sufficient 
for saturation [12]. The data that support this study’s find-
ings are not publicly available, as they contain information 
that could compromise participant privacy.

Semi‑structured interviews

Two study team members trained in qualitative interview-
ing conducted individual interviews with participants using 
semi-structured guides containing a list of questions and 
exploratory probes (Supplemental Appendix 1 and 2). Inter-
views with survivors focused on their lived experiences of 
symptom burden and the impact of HNC symptom burden 
on various aspects of their lives. Interviews with providers 
focused on their experiences providing care for patients with 
HNC and common side effects patients experience based 
on their observations and clinical expertise. Other topics 
explored in the semi-structured interviews have been pre-
viously reported (e.g., behavioral intervention preferences, 
experiences during COVID-19) [10, 11]. To facilitate dis-
cussions about symptom burden, participants were shown 
the Patient-Reported Outcomes version of the Common 
Terminology Criteria for Adverse Events (PRO-CTCAE) 
item library of 78 patient-reported adverse events derived 
from the CTCAE [13]. The team met regularly during data 
collection to evaluate the quality of data collected, assess 
the effectiveness of the interview guide, discuss emerging 
themes, and track data saturation. All interviews were audio 
recorded.

Survey measures

Demographic and clinical characteristics Survivors self-
reported their demographics and clinical characteristics 
(e.g., date of diagnosis, treatments received). Providers self-
reported their demographics and credentials.

HRQOL The 39-item Functional Assessment of Cancer 
Therapy-Head and Neck Cancer (FACT-HN) assessed over-
all HRQOL and five subscales: physical wellbeing, social 
wellbeing, emotional wellbeing, functional wellbeing, and 
a HNC subscale [14]. Survivors rated the degree to which 
items applied to them in the past week on a 5-point Likert-
type scale from 0 (not at all) to 4 (very much). Scores on 
the wellbeing subscales were summed to derive an over-
all HRQOL score, with possible scores ranging from 0 to 
108. Higher scores indicated better HRQOL. The following 
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scores were considered clinically low: overall HRQOL ≤ 62, 
physical wellbeing ≤ 15, social wellbeing ≤ 16, emotional 
wellbeing ≤ 13, and functional wellbeing ≤ 11 [15].

Body image distress The 21-item FACT/McGill Body 
Image Scale-Head and Neck (FACT/MBIS) assessed body 
image in the past 2 weeks across two subscales: negative 
self-image and social discomfort [16]. Survivors rated their 
agreement with items on a 5-point Likert-type scale from 0 
(not at all) to 4 (very much). Items within each subscale were 
summed, with possible scores ranging from 0–44 (negative 
self-image) and 0–40 (social discomfort). Higher scores 
indicated more distress.

Fatigue The 13-item Functional Assessment of Chronic Ill-
ness Therapy (FACIT)-Fatigue scale assessed fatigue in the 
past week [17]. Survivors rated the degree to which items 
applied to them on a 5-point Likert-type scale from 0 (not 
at all) to 4 (very much). Items were summed to produce a 
total score, with possible scores ranging from 0 to 52. Lower 
scores indicated worse fatigue, and scores ≤ 30 indicated 
clinically significant fatigue [18, 19].

Depression, anxiety, and cognitive function Depressive 
symptoms, anxious symptoms, and cognitive function were 
assessed with relevant 4-item Patient-Reported Outcomes 
Measurement Information System (PROMIS) short forms 
[20, 21]. Survivors rated the frequency of symptoms in the 
past week on 5-point Likert-type scales from 1 (never) to 
5 (always or very often/several times a day). Standardized 
T-scores were calculated for each construct (normative 
M = 50, SD = 10). Higher scores indicated worse depres-
sive and anxious symptoms, and lower scores indicated 
worse cognitive dysfunction. Scores ≥ 55 indicated at least 
mild depressive and anxious symptoms [22, 23], whereas 
scores ≤ 44 indicated at least mild cognitive dysfunction 
[24].

Analyses

Participant characteristics and quantitative outcomes were 
described with summary statistics using SAS version 9.4 
(Cary, NC). The proportion of survivors that exceeded 
known clinical thresholds for the quantitative outcomes 
were also calculated. Two study team members (CG, BA) 
with graduate-level training and extensive experience in 
qualitative methods led the analysis of interview data. Inter-
view recordings were transcribed verbatim using NVivo’s 
artificial intelligence-assisted software and analyzed for 
qualitative themes using NVivo 12 Plus software. Analy-
ses were guided by tenets of applied thematic analysis [25]. 
In a stepwise process, the coders read the interview tran-
scripts, recorded their initial impressions, and developed a 

preliminary codebook that included a priori codes and defi-
nitions. The codebook was refined through multiple rounds 
of reiterative coding, and the coders achieved acceptable 
intercoder reliability (Cohen’s Kappa = 0.80). They subse-
quently conducted two rounds of line-by-line coding for all 
transcripts, and emergent codes and subcodes were induc-
tively identified. Coding discrepancies were resolved by 
consensus. Finally, coded data were organized into primary 
and secondary themes, and representative quotes were iden-
tified. COREQ qualitative guidelines were used to inform 
comprehensive reporting of the qualitative components of 
this study [26]. Quantitative and qualitative data were tri-
angulated to compare findings, with qualitative interviews 
providing context and illustrations of meaningful impacts 
on survivors’ HRQOL.

Results

Participant characteristics

As previously reported [10, 11], our sample (N = 33) 
included 20 survivors of HNC and 13 HNC providers 
(Table 1). Survivors were an average of 61 years old and 
predominantly male (75%), White (90%), and non-His-
panic (100%). Most were diagnosed with oropharynx can-
cer (70%), and most had human papillomavirus positive 
(HPV +) disease (70%). On average, survivors had been 
diagnosed with HNC 9 months prior to study enrollment 
and had completed treatment 6 months prior. HNC providers 
were mostly female (62%), White (46%) or Asian (31%), and 
non-Hispanic (85%) and included physicians (54%), regis-
tered nurses (23%), an advanced practice nurse practitioner, 
a registered dietician, and a speech-language pathologist (8% 
each).

Quantitative surveys

Table 2 shows average scores for each survey completed by 
survivors as well as the proportion of survivors exceeding 
known clinical cut-offs. For all surveys with known clinical 
cut-offs, average scores were within normal limits. How-
ever, subsets of survivors reported clinically low overall 
HRQOL (15%), physical wellbeing (5%), social wellbeing 
(20%), emotional wellbeing (5%), and functional wellbeing 
(10%). In addition, 35% of survivors reported at least mild 
fatigue, depressive symptoms, anxious symptoms, and cog-
nitive dysfunction.

Qualitative themes

The semi-structured interviews ranged from 39–149 min 
for survivors and 29–60 min for providers. Three themes 
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Table 1  Demographic and clinical characteristics for survivors of 
HNC (N = 20) and demographic characteristics and credentials for 
HNC providers (N = 13)
HNC survivor characteristic Statistic

Age, years; M (SD) 60.6 (9.0)
Male; n (%) 15 (75)
White; n (%) 18 (90)
Non-Hispanic; n (%) 20 (100)
Married; n (%) 13 (65)
College graduate; n (%) 11 (55)
Employed full-time; n (%) 9 (45)
Annual household income; n (%)
< $20,000 3 (15)
$20,000–$39,999 3 (15)
$40,000–$59,999 1 (5)
$60,000–$100,000 4 (20)
> $100,000 7 (35)
Did not answer 2 (10)
Smoking history; n (%)
Previous smoker 7 (35)
Current smoker 1 (5)
Never smoker 12 (60)
Primary HNC site; n (%)
Oropharynx 14 (70)
Nasopharynx 3 (15)
Oral cavity 1 (5)
Supraglottic larynx 1 (5)
Ethmoid sinus tumor 1 (5)
HPV + ; n (%) 14 (70)
Months since diagnosis; M (SD) 9.1 (8.7)
Months since treatment completion; M (SD) 5.6 (4.0)
Surgery; n (%) 2 (10)
Chemotherapy regimen; n (%)
Cisplatin 19 (95)
Carboplatin + paclitaxel 1 (5)
Chemotherapy doses; M (SD) 5 (2)
Total dose of radiation therapy, gray; range 60–70
Interview length, minutes; M (SD) 75 (23)

HNC provider characteristic Statistic

Female; n (%) 8 (62)
White; n (%) 6 (46)
Non-Hispanic; n (%) 11 (85)
Role on clinical team; n (%)
Physician 7 (54)
Registered nurse 2 (23)
Advanced practice nurse practitioner 1 (8)
Speech-language pathologist 1 (8)
Registered dietician 1 (8)
Interview length, min; M (SD) 41 (9)

Table 2  Summary statistics of survey measures completed by survi-
vors of HNC

Measure/scale Mean (SD) Proportion 
below clini-
cal cutoff

FACT-HN
Overall HRQOL 78.78 (14.52) 15%
Physical wellbeing 21.50 (3.78) 5%
Social wellbeing 21.33 (6.61) 20%
Emotional wellbeing 19.40 (3.20) 5%
Functional wellbeing 16.55 (4.88) 10%
HNC subscale 24.18 (6.77) -
FACT/MBIS
Negative self-image 40.16 (6.56) -
Social discomfort 37.40 (3.84) -
Total score 77.56 (10.27) -
FACIT-Fatigue 35.96 (9.59) 35%

Measure/scale T-score mean  
(SE)

Proportion 
above/below 
clinical cutoff

PROMIS Depression 49.69 (3.91) 35%
PROMIS Anxiety 50.25 (3.85) 35%
PROMIS Cognitive  

Function
49.52 (4.07) 35%

emerged from interviews with survivors and providers 
related to psychosocial challenges of HNC symptom burden: 
(1) shock, shame, and self-consciousness, (2) diminished 
partnership satisfaction, and (3) lack of confidence at work. 
Table 3 includes exemplar quotes for each theme.

“Who the heck is that?”: shock, shame, and self‑conscious‑
ness Weight and muscle loss were common experiences 
that negatively affected survivors’ body image and increased 
their awareness of how they were viewed by others. Some 
survivors described feeling disturbed watching themselves 
slowly “waste away” or not recognizing their own reflection. 
Changes in appearance and physical ability affected how 
survivors understood their sense of self, and many described 
difficulties coming to terms with new impairments. For 
example, survivors who were very active or athletic prior to 
HNC treatment described how loss of athleticism and inde-
pendence were physically, emotionally, and psychologically 
challenging. HNC survivors also described concern with the 
ways others viewed their post-treatment bodies. Survivors 
with observable physical changes and side effects, such as 
those who experienced lymphoedema, described self-con-
sciousness in public. HNC providers echoed these concerns, 
observing how survivors of HNC report feeling “ashamed” 
or “embarrassed” about physical changes and difficulty eat-
ing, causing them to avoid public interactions.
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“It’s frustrating on both sides”: diminished partnership sat‑
isfaction Survivors described how many HNC treatment–
related side effects, such as fatigue, mouth sores, pain, dif-
ficulty swallowing, taste changes, and mood changes (e.g., 
increased irritability), affected their personal relationships, 

most often with caregivers. As side effects worsened near the 
end of treatment, survivors described having little interest 
engaging or communicating with others and instead found 
it easiest to “just exist.” HNC providers also described how 
symptom burden can impact survivors’ closest relationships, 

Table 3  Qualitative themes, subthemes, and exemplar quotes from survivors of HNC and providers

Themes Subthemes and exemplar quotes

Shock, shame, and self-consciousness Shock of altered appearance
“I was trying to go back to normal at first and it just really wasn’t working, you know…You look at 

yourself in the mirror, you’re like, ‘Who the heck is that?’… you lost about thirty or forty pounds and 
you're the color gray at this point. You’ve got to look at concrete, you know?” (S014; male, HPV + oro-
pharynx cancer)

Emotional impact of impairments
“I saw myself as athletic and to see myself as just skin and bone…. I could see my skin sagging. That 

affected me mostly. I had no energy. I was weak… it was times that my significant other had to put me 
in bed. I was that weak… just seeing my body deteriorate in front of me was, put an emotional toll on 
me.” (S015; male, HPV + oropharynx cancer)

Self-consciousness in social settings
“I've had patients tell me…that they don’t like to go out to eat or they can’t eat the same thing as their 

family members do in social events, that they kind of avoid those situations. Or they’re ashamed of 
their appearance with their radiation on their neck, so I’ve seen them, you know, come up with very 
creative things like as far as handkerchiefs to match their tops.” (P503; advanced practice nurse practi-
tioner) 

Diminished partnership satisfaction Increased stress and tension
“I have witnessed in my years the most beautiful couples that have gotten through treatment…in a way 

that just sort of validated why this couple is together and why they’ve been together for so long…I’ve 
seen couples break up during treatment…The stress of the relationship…is made even worse by the 
stress of the cancer.” (P511; physician)

“If their taste is changing and [caregivers are] trying to find different things that they can eat. And It’s 
frustrating on both sides because the patient is like, ‘I just can’t do this right now,’ but knowing that we 
need them to eat more… and the caregiver is pushing or, you know, trying to help them, it just causes a 
source of contention and frustration.” (P504; registered nurse) 

Impact on communication and engagement
“The first time I started talking to her after that time period, she actually welled up and told me how 

much she missed hearing my voice…it’s not easy for them because, you know, you’re enduring it, but 
they’ve got to sit there and watch you waste away.” (S001; male, HPV + oropharynx cancer) 

Impact on sex and intimacy
“I guess I could say I’m not as affectionate cause I don’t like to kiss as much because of that. So, I guess 

that would be some effect my, me and my significant other. Cause, I don’t know, she understands, but I 
don’t think she likes it, but it is what it is.” (S015; male, HPV + oropharynx cancer) 

Lack of confidence at work Diminished productivity and role conflict
“I think being at work and having expectations of doing meaningful work can be quite detrimental 

because a lot of these side effects, for patients to manage them, it essentially becomes a full-time job… 
[patients] become very discouraged because they want to get 10 tasks done and they end up getting two 
tasks done, and they still don’t feel good because they have not been able to fully tend to themselves.” 
(P506; physician) 

Lack of confidence and increased anxiety
“It’s not like a, you know, cough, cough, ‘excuse me’ type thing. It’s, you know, the whole meeting or 

have to bow out completely, and then it’s typically it’s hard to recover from that point on. So I’m still 
a little anxious about that… there’s other cases where I’m talking to complete strangers and they’re 
expecting me to have my A game.” (S007; male, HPV + oropharynx cancer)

“I’m just not going to [rely on my memory] because I know, I can’t for my ethical reasons for clients, 
say, give the wrong information out. So, I mean, that’s tough…I’ve been doing it for 40 years and all 
of a sudden, I’m not the person I was as far as my career and my concentration level, my skill level.” 
(S013; female, HPV- nasopharynx cancer) 

Financial Impact of decreased work
“I just wouldn’t be able to complete an eight-hour day… I’d be making almost 50 percent more money…

and I’d be able to take my family out a little bit more. You know, maybe take them away, go away for a 
weekend or two here and there.” (S008; male, HPV + oropharynx cancer) 



 Supportive Care in Cancer (2024) 32:254254 Page 6 of 9

noting how HNC-related challenges can make “a good rela-
tionship better, and a bad relationship worse.” Oral and gas-
trointestinal side effects (e.g., dry mouth, mouth sores, loss 
of taste and appetite) were described as some of the most 
socially challenging side effects that heightened frustration 
and tension in caregiver/partner relationships. Some survi-
vors  reported how their symptom burden left them largely 
uninterested in sexual intimacy or affection, particularly 
during and soon after treatment. They described not paying 
“too much attention to that” when “you’re on death’s edge.”

“I’m not the person I was”: lack of confidence at work Most 
survivors described difficulties returning to work after HNC 
treatment, in large part due to ongoing symptom burden. 
Fatigue was described as the most significant side effect 
affecting return to work, in addition to dry mouth, nausea, 
cognitive dysfunctions (e.g., memory loss, difficulty con-
centrating), hearing loss, skin irritation, and frequent urina-
tion. Most survivors of HNC in this study were employed in 
professional roles that rely on interpersonal communication 
(e.g., meetings, presentations), and they described how their 
symptom burden interfered with their ability to successfully 
communicate with others. In turn, this contributed to more 
anxiety and less confidence in the workplace, despite their 
professional qualifications and experience. However, sur-
vivors in professional roles had more flexibility and sup-
port to continue working, whereas survivors with physically 
demanding jobs described having fewer resources to help 
them navigate the challenges of returning to work. Provid-
ers, however, observed a varied impact on professional work, 
with some survivors able to work throughout treatment 
and others unable to continue working at all. One provider 
described how survivors can experience frustration and role 
conflict by feeling like they are not productive enough at 
work while simultaneously feeling unable to properly man-
age their symptoms, which providers described as “a full-
time job” in itself.

Discussion

This mixed-method study interpretively examined rela-
tionships between HNC-related symptom burden and psy-
chosocial functioning using semi-structured qualitative 
interviews with survivors of HNC and HNC providers and 
validated survey measures, with a particular focus on the 
contexts and complexities of survivors’ lived experiences. 
This study adds to ongoing conversations focused on inter-
actional challenges of relationships and identity, and find-
ings illuminate how acute and lasting HNC symptom burden 
inform a “loss of self” [27], in which former positive under-
standings of self are no longer available and there are a lack 
of new positive self-images.

A key finding was that changes to body image were com-
mon and distressing. Survivors and providers described how 
physical changes after HNC treatment can lead to shock, 
shame, and embarrassment when navigating public spaces. 
Survivors described difficulty coping with discomfort about 
how others view them as well as challenges related to how 
they view themselves. This complements previous research 
that found survivors of HNC can be shocked by their altered 
appearance post-treatment and unable to recognize them-
selves in the mirror [28], known as “mirror trauma” [29]. 
We also quantitatively assessed body image using the FACT/
MBIS, which was specifically developed for survivors of 
HNC [16]. Given the recent development of the FACT/
MBIS, there are limited studies we can use as benchmarks 
to contextualize the scores in our sample. However, average 
scores in our sample were within the top decile of possible 
scores for the negative self-image subscale, social discom-
fort subscale, and total score, indicating that body image 
concerns were prevalent.

We also found that symptom burden can negatively 
impact survivors’ close relationships, particularly with their 
caregiver partners. Participants described how HNC-related 
symptom burden can cause survivors to withdraw or disen-
gage from close relationships and introduce new tensions, a 
phenomenon that has been documented in existing literature 
[30–32]. Survivors and providers offered salient insights into 
the complex interactional challenges surrounding food. For 
survivors, taste changes and difficulty swallowing can make 
it challenging or impossible to eat previously comforting 
foods. While caregivers were not interviewed in this study, 
survivors and providers described how caregivers experience 
feelings of frustration and helplessness when attempting to 
provide nutritious, comforting foods to their loved ones. 
These dynamics can further add to negative feelings for 
survivors (e.g., guilt, being a “burden”). These findings are 
similar to previous research from Badr and colleagues [33] 
that showed how tension related to eating can cause patients 
with HNC and caregivers to “snap” at one another. Unsur-
prisingly, of the various wellbeing domains assessed by the 
FACT-HN, the highest proportion of survivors reported 
clinically low social wellbeing (20%).

Our findings also demonstrate how symptom burden can 
disrupt a professional sense of self. Work is an important 
part of everyday life, and being unable to work can compro-
mise one’s identity and social life, which can lead to social 
isolation and diminished HRQOL [34, 35]. We extended 
past work by showing how work interruptions can also 
affect one’s understanding of other identity categories. For 
example, with the inability to do physically demanding or 
outdoor work, survivors of HNC in manual labor positions 
are particularly vulnerable to job loss, which can impact 
their ability to meet other obligations (e.g., the “family pro-
vider”). This complements studies showing that survivors 
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of HNC experience significant financial toxicity (e.g., finan-
cial burden/costs and subjective financial distress) [36], with 
more than 50% of survivors unable to return to work post-
HNC treatment [37]. Survivors in this study described how 
fatigue and cognitive dysfunction, among other side effects, 
interfere with work-related confidence. Notably, clinically 
significant levels of fatigue and cognitive dysfunction were 
reported by more than one-third of survivors. Moreover, 
the interference of symptom burden on survivors’ ability 
to work contributed to greater feelings of depression and 
anxiety, and more than one-third of survivors in our sample 
reported clinically significant symptoms of depression and 
anxiety as well.

Notably, relatively small proportions of survivors in this 
sample reported clinically low HRQOL (15%), physical 
wellbeing (5%), emotional wellbeing (5%), and functional 
wellbeing (10%) on the survey measures. Yet, this was not 
reflected in the qualitative data, as survivors described many 
challenges across these domains. This discrepancy indi-
cates that quantitative surveys alone may not capture the 
full picture of how HNC symptom burden affects survivors’ 
HRQOL, and it further underscores the value of incorpo-
rating qualitative data into mixed-method studies to gain 
a more comprehensive understanding of survivors’ lived 
experiences.

Limitations

This study included a small sample of survivors of HNC 
who were mostly White, non-Hispanic, and male. Most were 
diagnosed with oropharynx cancer, most had HPV + dis-
ease, all were treated with chemoradiation, and only two 
participants received trimodality treatment (i.e., surgery). 
Thus, findings may not generalize to more diverse HNC 
populations who undergo different treatments. Moreover, 
average time since treatment completion was approximately 
6 months. Future work should explore the qualitative themes 
in this study among more diverse samples of survivors and 
at other times in the HNC survivorship trajectory (e.g., 
1–2 years into survivorship, as physical symptom burden 
has improved). As most existing literature on relationship 
impacts examines the experiences of heterosexual married 
couples, perspectives of individuals identifying as sexual 
and gender minorities will be particularly important to more 
comprehensively understand the effects of HNC on relation-
ships, embodiment, and identity.

Clinical implications

Findings from this study have important implications for 
the development of supportive care interventions to improve 
HRQOL among survivors of HNC. Supportive care inter-
ventions should include education about how HNC treatment 

and subsequent symptom burden may alter survivors’ 
appearance as well as support for understanding complex 
changes to personal identity. Educational support for survi-
vors of HNC and their caregivers is also needed related to 
nutrition and eating post-treatment. Ongoing relationship 
support may also be an important component of improving 
survivorship. Finally, there is a need to further understand 
identity dilemmas among survivors of HNC and the practical 
consequences related to everyday challenges. Group support 
may be an appropriate method of helping survivors make 
sense of new realities and creating opportunities for sharing 
management strategies with their peers.

Conclusions

This mixed-method study investigated the psychosocial 
consequences of symptom burden related to HNC chemo-
radiation treatment. Findings revealed that survivors of 
HNC experienced major challenges in navigating social 
life, including identity disruptions in relation to body 
image, intimate relationships, and professional work. 
Future studies should examine how survivors of HNC 
reconcile and make sense of a loss of self and explore 
the perspectives of caregivers. Findings may inform the 
development of supportive interventions for survivors of 
HNC as they navigate survivorship.
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